Background {#Sec1}
==========

In 2007 the UK learning disability charity Mencap published Death by Indifference \[[@CR1]\] claiming *"Institutional discrimination* \[exists\] *within the NHS against patients with learning disability"* (p18). This triggered an Independent Inquiry into access to healthcare for people with a learning disability (LD), revealing *"examples of discrimination, abuse and neglect"* \[[@CR2]\] (p7)*.* Learning disability, also referred to as intellectual disability, is a disorder with onset during the developmental period that includes both intellectual and adaptive functioning deficits in conceptual, social, and practical domains. The call for urgent action that followed the Inquiry was accompanied by ten essential recommendations for change across the entire healthcare system, including the introduction of LD liaison nurses in hospitals and flagging systems to identify patients with LD \[[@CR2]\]. As yet, attention has been placed primarily on the inequalities faced by adult patients with LD \[[@CR3], [@CR4]\], with little consideration given to understanding at what point in the patient journey these inequalities occur. Is it, for example, the moment a young person with LD is transferred to adult services or sometime earlier? Consideration of their circumstances suggests that children and young people (CYP) with LD are a vulnerable population who face a greater risk of abuse and accidental injury than CYP without LD: due to factors such as their receipt of intimate, personal care from multiple caregivers; restricted ability to communicate; and impaired capacity to identify or avoid danger \[[@CR5]\]. Parents of CYP with LD have reported concerns about the quality, safety and accessibility of hospital care for their child \[[@CR6]--[@CR10]\]. Underpinning many of their concerns are issues around communication between staff and the child with LD, communication between staff and themselves (parents), as well as communication between staff members about the CYP with LD. A recent ethnographic study \[[@CR9]\] in England highlighted the importance of *"hospital staff understanding the enormity of emotional and physical costs to CYP with LD ... that can arise when the little things that are important to these patients are unrecognised or overlooked"*. Key to delivering these 'little things' was being able to identify CYP with LD to find out what reasonable adjustments were needed and for that information to be communicated effectively to whoever needed to know.

All too often hospital staff rely on parents to provide information about their child \[[@CR9]\] who can feel a *"weight of responsibility"* about their child's communication \[[@CR8]\] (p747) and overall safety \[[@CR5]\] that impacts on their willingness to leave them alone in hospital. The use of hospital passports to document information about the individual needs of patients with LD is thought to be one way of helping to *"overcome difficulties in communication and ensure that appropriate and individualised care is delivered"* (p4), although in the adult setting there is limited evidence of use and effectiveness in practice \[[@CR11]\].

In relation to staff, it has been suggested by Sharkey et al. (\[[@CR8]\], p748) that their "*lack of confidence or failure to recognize the centrality of communication to health care ... may be leading to their failure to make the most effective use of the opportunities that do exist*". In a recent national mixed methods study of adult LD services, Tuffrey-Wijne et al. \[[@CR3], [@CR12]\] highlighted that, "*simply flagging the patient is not sufficient; patients need to be identified by staff as having LD"* (p43). Their review of the factors affecting the implementation of strategies to promote a safer environment for adults with LD in NHS (National Health Service) hospitals \[[@CR12]\] found that hospitals with a LD nurse were better able to provide safe and good-quality healthcare for patients with LD than those without, but their effectiveness was limited by inadequate structures of management support and their role was at risk of being marginalised. As Tuffrey-Wijne \[[@CR3], [@CR12]\] notes, *"one learning disability liaison nurse clearly cannot achieve organisational change in isolation. Therefore, senior management support for the role has to be embedded within the hospital structures. This includes ensuring that there is sufficient cover and that the role carries sufficient authority and seniority"* (p88).

The Care Quality Commission's (CQC) view of best practice for the care of CYP with LD includes children's units having access to senior LD nurse provision, a clearly visible system for flagging these patients when they are admitted to hospital, the use of hospital passports and defined communication strategies \[[@CR13]\]. Without a comprehensive evaluation of how well children's hospital services meet the needs of all CYP, we do not know whether parental concerns for CYP with LD and a long-term condition (LTC) differ from parents of other children with LTC. Moreover, what also remains unclear is the extent to which the CQC recommendations *are* being applied and if so, what *difference* they are making. Ultimately, it is essential that researchers and healthcare professionals working within child hospital settings learn from the costly mistakes that have occurred in the adult hospital setting \[[@CR1], [@CR2]\] and minimise the risk of CYP with LD and their families from experiencing the same poor outcomes.

Research design and methodology {#Sec2}
-------------------------------

The Pay More Attention study aims to identify the factors that facilitate and prevent CYP with LD and long term conditions from receiving equal access to high quality hospital care and services, and to compare CYP with and without LD \[[@CR14]\]. This is a four-phase study utilising a transformative, mixed methods case study design \[[@CR15]\] (Fig. [1](#Fig1){ref-type="fig"}).Fig. 1Four phase study design

This paper draws on Phase 1, the aims of which were to: a) describe the organisational context for healthcare delivery to CYP with LD and their families (hospital staff interviews); and b) compare staff perceptions of their ability to identify the needs of CYP with and without LD and their families and provide high quality care to effectively meet these needs (hospital staff survey).

From the outset parents have been involved in all aspects of the study design, including one parent with LD children being a co-investigator. Our patient and public involvement strategy includes a parent advisory group, study steering committee and partnerships with special needs schools for CYP.

Hypotheses {#Sec3}
----------

Staff will perceive that they are less able to meet the needs of CYP with LD in terms of their confidence, capability, and capacity, than the needs of CYP without LD.Staff will perceive that CYP with LD and their parents have less involvement in decisions and planning services than CYP without LD.Staff will perceive that CYP with LD are less safe in hospital than CYP without LD.Staff will perceive that CYP with LD are valued less and treated with less dignity and respect than CYP without LD.

Sample and setting {#Sec4}
------------------

All designated children's hospitals in England (*n* = 15) were invited to take part via an email sent to the Trust's Chief Nurse (or nominated other) through the Association of Chief Children's Nurses (ACCN) \[[@CR16]\]. To recruit non-children's hospitals, a sampling strategy was developed based on their proximity and referral patterns to the specialist children's hospitals. Staff in a senior clinical or managerial role or those employed specifically to work with CYP with LD were eligible to take part in interviews. All clinical and non-clinical hospital staff with contact with CYP and their families were eligible to take part in the survey. A local collaborator was identified at each site to facilitate this study.

Methods {#Sec5}
=======

Staff interviews {#Sec6}
----------------

Local collaborators identified eligible staff with the relevant experience and expertise to answer the questions, and provided them with an information sheet and consent form. Staff were given the option of conducting the interview face to face or over the telephone. Verbal or written consent was taken at the start of each interview. Interviews were semi-structured, with an interview schedule (Additional file [1](#MOESM1){ref-type="media"}) used to direct discussion, focussing on the delivery of services to CYP with LD at the organisational level, including the policies, systems and practices in place to support their care and treatment. Interviews were recorded and transcribed verbatim in all but one instance where extensive notes were taken. A minimum of two interviews per site was planned.

Staff survey {#Sec7}
------------

An anonymised staff survey (Additional file [2](#MOESM2){ref-type="media"}) was developed on the basis of existing literature \[[@CR5]--[@CR9], [@CR12]\] in consultation with experts in the field, including parental input. The survey was divided into two parts, part 1 focussing on CYP with long term conditions *with* LD and part 2 focussing on CYP with LTC *without* LD. Definitions of LD and long term condition were provided for clarification. Staff were not asked to distinguish between mild, moderate, severe or profound LD. The survey covered four key areas with the majority of questions being scored on a 5-point Likert scale. Demographic questions ascertained information about the participants. The survey was piloted to check for relevance and acceptability. Survey characteristics are provided in Table [1](#Tab1){ref-type="table"}.Table 1Survey characteristicsNumber of questionsPart 1 Demographics (Gender, Role, Number of years worked in the Hospital, Pay Band)Part 2 CYP with LTC *and* LD: 30 questionsPart 3 CYP with LTC *without* LD: 26 questionsDefinitions providedLong term condition (LTC):\
Health conditions that last a year or longer, impact on a person's life, and may require on-going care and support e.g. epilepsy, Cerebral Palsy or diabetesLearning Disability (LD):\
A reduced intellectual ability and difficulty with everyday activities, which affects a person for their whole lifeKey areasIdentifying and tracking (LD Only)Meeting needs: confidence, capability, capacityEquality of accessSafetyValuesPrimary response format5 point Likert scale (Strongly agree -- Strongly disagree)PilotingSeven staff from different professional backgrounds to check relevance and acceptability

The staff interviews and survey were conducted concurrently over a period of 5 months.

Data analysis {#Sec8}
-------------

### Interview data {#Sec9}

Staff interviews were analysed thematically on NVIVO 11 using the five stages of the Framework: familiarisation; identifying a thematic framework; indexing; charting; mapping and interpretation \[[@CR17]\]. Framework was appropriate for the research as it involves a large amount of data from multiple sites, facilitating analysis within and between sites \[[@CR17]--[@CR19]\].

### Survey data {#Sec10}

Descriptive statistics were used to characterise the sample. Questions about involvement in service delivery and planning services, safety, values and meeting needs were analysed using the Wilcoxon sign-rank test, comparing responses about CYP with LD to those about CYP without LD for the total sample and separately for respondents from children's and non-children's hospitals. A Bonferroni correction for multi-comparisons was made, resulting in an alpha level of 0.005. All data were analysed using SPSS version 22.

Results {#Sec11}
=======

The sample of 24 hospitals in England included all 15 specialist children's hospitals and nine non-children's hospitals, including district general hospitals and teaching hospitals. One non-children's hospital declined to take part and two did not respond. Hospitals in urban and rural locations were included. The final sample of participants included 65 staff from 22 hospitals who participated in interviews and 2261 staff from 24 hospitals who completed the survey. A wide range of staff participated including those from various professional backgrounds who had been in their Trust from less than 1 year to over 25 years. Recruitment figures are shown in Table [2](#Tab2){ref-type="table"}. All but three interviews were conducted via the telephone lasting 30-45 min.Table 2Study participantsMethodNumber of Hospital SitesNumber of participantsStaff groupsDrNAHPLDNSMOtherInterviews22Children's *n* = 1565Children's *n* = 4861528134Non-children's *n* = 7Non-children's *n* = 174110210DrNAHPHCANon-clinical/ otherSurvey24Children's *n* = 152261Children's *n* = 168127276230879260Range per site 38-202Non-children's *n* = 9Non-children's *n* = 5801052226750136Range per site 7-131*Dr* Doctor, *N* Nurse, *AHP* Allied health professional, *LDN* Learning Disability Nurse, *SM* Senior manager, *HCA* Healthcare Assistant

Qualitative data analysis revealed two key themes, national variation and staff uncertainty. Staff interviewed from 15 hospitals demonstrated a lack of knowledge or consensus about one or more of the policies, systems and practices in place at the organisation level to support the care of CYP with LD (Table [3](#Tab3){ref-type="table"}). These included whether there was a standalone LD policy, a system for flagging CYP with LD and alerting staff, practices for eliciting feedback from CYP with LD and practices for involving them in planning services.Table 3Overview of participant sites

Nationally, there was considerable variation between hospitals ranging from those appearing to have few or no systems, policies or practices in place *specifically* for CYP with LD (three children's and five non-children's hospitals), those with partial systems, policies or practices in place (eight children's hospitals) and those with a cohesive and comprehensive level of provision (four children's and two non-children's hospitals). Variation *between* sites and uncertainty between staff *within* sites is reported in further detail in the next section.

Policies {#Sec12}
--------

None of the interviewees at the 22 sites reported having a standalone LD policy for CYP. More commonly, issues related to the care of CYP with LD were integrated into a range of policies (three hospitals) and/or other documents (five hospitals) such as a LD care pathway, protocol, Mencap Charter \[[@CR20]\] or standards. The LD care pathway was seen by interviewees to offer a way of prompting staff to *"think about what they need to do"* to make necessary reasonable adjustments for CYP with LD, for example, in relation to the length and timing of out-patients appointments. A LD protocol was described as more prescriptive and different to a pathway in that it was for *"staff to follow"* and about *"making sure that they make reasonable adjustments and giving them the tools to do so".* One children's hospital indicated a preference for the use of standards over a LD policy:""We changed it from a policy to a standard so we could audit against it ... because sometimes policies were there to refer to but the standard was trying to make it happen""

Interviewees from nine sites (6 children's and 3 non-children's hospitals) reported not knowing what policies, if any, existed or there was a lack of consensus.

Systems {#Sec13}
-------

### Identifying and tracking CYP with LD {#Sec14}

In ten of the 22 hospitals (45%; 8 children's/2 non-children's) it was reported during interviews that a flagging and/or alerting system was in place for identifying CYP with a LD, although at two sites there was a lack of clarity about how the system worked in practice. Flagging in all ten sites was electronic; two sites reported a child's LD was additionally documented in the paper notes and on their hospital passport. The systems for alerting staff of a child's LD varied. Most commonly, an email was sent to the LD nurse/team within the hospital once a flag was put in place; this could trigger a telephone call by the LD nurse to the ward to ask about reasonable adjustments and/or providing a hospital passport. In one site, a children's hospital, it was reported that the email notification went to multiple staff including the 'music therapist' and 'disability teacher', whilst in another a more ad hoc system of sharing information about the child's needs was place:""We will put a flag so that when they're admitted it's flagged up prior to their admission that they've got a learning disability ... that's the main way, on the wards, that they would know that somebody's come in ... when children are planned to come in, **quite often** that information is given to the wards ... put in the diary about what they need. If I've got children with specific needs, such as they need a special bed with high sides ... the consultant would flag that, **quite often** as part of the pre-assessment"*.*"

Just under half (*n* = 998) of survey respondents agreed that they were routinely informed of a CYP's LD. Results were similar for respondents in children's and non-children's hospitals (49% and 46% respectively). Five hundred and sixty (24.9%) reported not knowing what systems were in place in their hospital for identifying patients with LD, including 19% of nurses and 28% of doctors. Medical and nursing notes were the most commonly reported systems and a sticker on the notes the least common. Examining quantitative data within sites revealed a lack of agreement about what systems were in place. In one specialist children's hospital, for example, 62% of staff reported no electronic recording in place, whereas 38% of participants reported the opposite.

### Complaints and clinical incidents {#Sec15}

Interviewees from two sites (one children's and one non-children's hospital) reported having a specific mechanism in place for identifying that a CYP at the centre of a complaint or clinical incident had LD, such as a tick box or specific section on the complaints form. A range of practices within and across sites was described, that *could* result in a child's LD becoming apparent:""Well you should be able to ... hopefully someone will have documented within the incident that that had been the case, and also if you looked up that child, or that patient ... then a flag should come up saying they have a learning disability"*.*"

Other examples of mechanisms that depended on individual responses to the incident or complaint included the staff knowing the child or identifying LD based on knowledge of the services the child uses. Participants from two hospitals, one children's and one non-children's, said that complaints relating to CYP with LD were sent to LD staff, although no specific mechanism was described for identifying that the CYP at the centre of the complaint had a LD.

When interviewed staff were asked about safety in relation to the care of CYP with and without LD, those from 12 sites (9 children's and 3 non-children's hospitals) felt there were no differences in their safety concerns and/or the way safety is managed between the two groups, with some suggesting that CYP with LD had the same safety issues as young CYP without LD. Those who reported differences in safety issues between the two groups identified six key areas of risk specific to the care of CYP with LD (Table [4](#Tab4){ref-type="table"}), most of which were associated with the individual CYP.Table 4Safety issues relevant to the care of children and young people with learning disabilitiesThemeSub themesCYPChallenging behaviourDifficulties maintaining personal safety and/or reporting abuseCommunication impairmentPhysical impairment - risks with moving and handlingFeeding - risk of chokingNeed for routine/familiarityComplexity of care/co-morbidities/medication regimesLack of understandingEquipmentLack of appropriate equipmentStaffReliance on parentsLack of familiarity with moving and handlingLack of timeEnvironmentInappropriate spaceOther peopleMay pose a risk to physical safety of CYP with LDInformationLack of hospital passportLack of information sharingInsufficient risk assessment

Survey respondents reported feeling less confident about managing challenging behaviour (*Z* = 23.3; *p* \< .001) and always delivering safe care to CYP with LD (*Z* = 21.89; *p* = \<.001), compared to CYP without LD. They also felt the environment was less safe for meeting the needs of CYP with LD compared to those without (*Z* = 24.02; *p* \< .001). These findings were true for respondents from both children's and non-children's hospitals. An interviewee at one children's hospital reported having a disability risk assessment in place for nursing staff to record reasonable adjustments that should be made for a child on admission.

Practices {#Sec16}
---------

### Learning disability nurse provision {#Sec17}

Interviews revealed that Learning Disability nurse provision was in place in eight (53%) children's hospitals and one (14%) non-children's hospital. Provision ranged from 1 to 4 staff per site, working full or part-time in various roles including: lead nurse; liaison nurse; nurse speciality; disability assistant; and nurse consultant. Some LD nurses worked across multiple hospitals, across a hospital and community setting or within children's adolescent and mental health services only.

### Identifying and meeting the needs of CYP {#Sec18}

Staff were asked in interviews about specific adjustments made for CYP with LD in their hospital. The most frequently reported adjustments were made in relation to communicating with this group of patients. Other adjustments related to the admission process, out-patient appointments, theatre experience, the physical environment, accessing specialist staff, community liaison, sharing information (hospital passport) and supporting parents.

Interviewees from 12 children's and 4 non-children's hospitals reported having a hospital passport or equivalent available for the documentation of information about the needs of CYP with LD and communicating these to staff. This tended to be completed at a pre-admission appointment or during a hospital admission. One participant at a children's hospital highlighted an increase in the number of children coming into hospital with hospital passports, whilst a participant at a non-children's hospital said families always forget to bring them in. In another non-children's hospital a lack of *"organisational commitment"* was felt to have prevented the hospital passport being implemented into practice:""We were working with a group which included parents ... to try and develop a passport for children with complex needs. It went quite well but really hasn't, kind of, been used very much ... I don't think, real, kind of, organisational commitment to it"*.*"

Survey questions related to meeting the needs of CYP specifically focused on capacity, capability and confidence. Staff reported less capacity and lower levels of capability and confidence in meeting the needs of CYP with LD compared with those without LD (Capacity: Z = 28.457; *p* \< .001; Capability: *Z* = 25.860; *p* \< .001; Confidence: *Z* = 28.333; *p* \< .001), and this was true for respondents from both children's and non-children's hospitals.

### Provision of information to parents/children and young people {#Sec19}

Interviewees reported information for parents tended to be in the form of written information leaflets related to their child's health condition. Other examples are listed in Table [5](#Tab5){ref-type="table"}. Staff from eight sites (six children's hospitals/two non-children's hospitals) described having access to materials aimed specifically at CYP with LD (Table [5](#Tab5){ref-type="table"}). Three sites (2 children's and 1 non-children's hospitals) lacked consensus about the type of information provided to families.Table 5Examples of methods of information exchange between staff and familiesTarget groupPurposeMethods usedParentsInformation givingCondition specific information leafletsAdmission packWard bookPartnership in care nursing documentGuidelines for parents of children with LDEliciting feedbackFriends and family testPlanning servicesIndividual interviewsParent groups and forumsStaff interview panelFamily daysListening weeksCYPEliciting feedbackFriends and family testPaper based surveys - word/pictures/symbolsVerbal or written responsesFilmPhotographyTextingSing and signPlanning servicesCYP groups/forums15-step programme: go into a clinical area and within 15 steps look at what you see and how you feel about itSpoonful of sugar scheme: nurse meets young person before a consultation to help them prepare questions which they may want to askCYP with LDInformation givingEasy read materialsSymbolsPhotographsPictures, including picture exchange communication (PECS)

### Eliciting feedback from parents and children and young people {#Sec20}

During staff interviews, a wide array of methods were described to elicit feedback from CYP and their parents (Table [5](#Tab5){ref-type="table"}). Overall there was uncertainty about whether specific adjustments for eliciting feedback from CYP with LD existed within sites. Some staff said that CYP with LD could be given materials aimed at younger children or that staff would help them complete feedback forms.

### Involvement parents and children and young people in planning services {#Sec21}

Two-thirds of staff that were interviewed from children's hospitals and one-third from non-children's hospitals described mechanisms for involving parents in planning services (Table [5](#Tab5){ref-type="table"}). These mechanisms tended to be condition/speciality specific. Few participants specifically mentioned how they involved parents of CYP with LD in service delivery. At the majority of sites, CYP were reported to be involved in service delivery primarily through participation in different groups and forums but also included were initiatives such as a the '15-step programme' and 'a spoonful of sugar scheme' (Table [5](#Tab5){ref-type="table"}). The question about CYP with LD involvement in planning services was more difficult for interview respondents to answer. Hence, it is much less clear whether or how CYP with LD are involved.

Staff who took part in the survey were asked whether they agreed or disagreed that CYP and parents were routinely involved in making decisions about care and treatment and planning services. Staff thought that CYP with LD were significantly less involved than CYP without LD in decisions about their care (*Z* = 18.225, *p* \< .001) and in planning services (*z* = 16.212, *p* \< .001) and this was the case for respondents from both children's and non-children's hospitals. Staff from children's hospitals thought that parents of CYP with LD were significantly less involved than parents of CYP without LD in decisions about care (*Z* = 4.606, *p* \< .001) and planning services (*Z* = 8.463, *p* \< .001), whereas those in non-children's hospitals did not report any differences with regards to parental involvement in decisions about care (*Z* = 1.127; *p* = .260). Staff in non-children's hospitals did, however, report that parents of children with LD were less involved in planning services than parents of children without LD (*Z* = 2.893, *p* = .004).

Values {#Sec22}
------

Staff who completed the survey were asked whether their hospital valued CYP with and without LD, and within their hospital whether CYP with and without LD are always treated with dignity and respect. For both groups of patients, staff were also asked how likely they would be to recommend their hospital to a friend/family member and recommend it as being a good place to work. Scores for a composite variable comprising each of these elements were significantly more negative in relation to CYP with LD than CYP without LD (*Z* = 15.576, *p* \< .001). This finding was true for respondents from both children's and non-children's hospitals.

Barriers and facilitators {#Sec23}
-------------------------

Staff were asked in interviews to identify barriers and facilitators to CYP with LD gaining access to investigations, procedures and treatments (Table [6](#Tab6){ref-type="table"}). Six areas were perceived to have an impact on access, two of which were family related (CYP and parents) and four hospital related (staff, services, environment and resources/equipment). The overriding message from this data is that CYP with LD need access to: a) staff with LD knowledge and training who in turn can access specialist staff when needed; b) appropriate equipment and resources; and c) appropriate spaces. Additionally, the ability of parents to advocate on behalf of their child should be considered.Table 6Staff perceptions of the barriers and facilitators to children and young people with learning disability gaining access to investigations, procedures and treatmentsBarriersFacilitatorsStaffLack of knowledge about needs of CYP, how to identify CYPKnowledge of specific needs of CYPLack of access to specialist staffAccess to LD nurses, named paediatricians, play specialistsLack of time -- plan, meet needsPreparation and planningLack of trainingAccess to LD specific training and informationLack of powerNegative attitudes -- not wanting to care for CYP, believing it is parents' responsibility to provide care, CYP will disrupt other patients without LDTrust recognition of need to focus on LD and staff 'champions'Reliance on parentsEnvironmentLack of appropriate space -- lack of cubicles, too crampedAccess to appropriate space: cubicles, wet room, sensory roomLack of quiet spaceAccess to quiet spaceLack of wheelchair accessService relatedLack of coordination between hospital services and between hospital and communityStreamlining/coordinating appointments and providing flexible servicesLack of specialist treatments and/or proceduresLack of staff capacityCost -- staffingWaiting timesDisparity of care and services -- within and across hospitalsCYPUnable to cope with delays and disruption to routineAnxietyFeeling stigmatisedParentsLack of knowledge of what is availableLack of ability to articulate child's needsToo embarrassed to ask for what they needHaving an LD themselvesLanguage barrierFeeling overwhelmed or negative about what can be doneDo not bring in hospital passportListening to parentsWorking in partnership with parentsResources and equipmentLack of communication toolsAccess to communication tools and hospital passportLack of hoistsAccess to hoistsLack of bedsAccess to specialists bedsLack of bespoke equipmentAccess to adapted eating equipment, developmentally appropriate toys

Discussion {#Sec24}
==========

This paper has set out the organisational context for the care of CYP with LD in 24 English hospitals and compared staff perceptions about their ability to identify and meet the needs of CYP with and without LD. These findings highlight national variation in the many systems, policies, and practices which try to meet the needs of CYP with LD, ranging from hospitals appearing to have little or nothing in place specifically aimed at this group of patients through to those with a cohesive and comprehensive approach to meeting their needs. This variation is seen most clearly in relation to the recommendation for all hospitals to appoint a LD liaison nurse \[[@CR13]\], met by only eight of the 15 children's hospitals in England, with considerable variation in the number of LD nurses they employ, their working hours and tenure, remit, job title and pay. This is despite the greater vulnerability of CYP with LD compared to those without LD \[[@CR5]\], their higher rates of hospital admission and evidence from adult services of the positive impact LD nurses can have on the provision of safe and good-quality hospital care for patients with LD \[[@CR12]\]. Such disparity in provision reflects an urgent need for greater evidence of the impact of the role of LD nurses to inform workforce planning. Otherwise there is a risk, as found in adult services, that the role will lack the capacity and credibility to be effective \[[@CR12]\].

The lack of uniformity across children's and non-children's hospitals seems to be accompanied by a culture of uncertainty surrounding what is, and what should, be in place for CYP with LD. Such uncertainty is concerning given that interviews were conducted with senior staff identified locally as being the most appropriate to answer the questions. If staff are not confident about whether a standalone LD policy exists in their hospital, for example, how cognisant can they be about its content and how to operationalise it? It is important to consider to what extent uncertainty within organisations and a lack of common standards across organisations accounts for the concerns parents have about the quality, safety and accessibility of hospital care for CYP with LD, particularly given the heightened sense of risk consciousness they have about their child's health and well-being \[[@CR5]\].

A consistent thread running through these findings was the issue of communication, with a lack of defined strategy \[[@CR13]\] at the level of the organisation, staff and family. At the organisational level, there was a lack of standardised systems in place for communicating that a CYP in the hospital has a LD. In the ten sites that did have a flagging and alerting system, there was a tendency to rely on the LD nurse to act as the conduit between a CYP being flagged as having LD and staff being alerted of this. With most hospitals having little or no LD nurse provision this raises the issue of how other staff, who are not LD trained, become informed and empowered to identify and meet the needs of these patients. As Tuffrey-Wijne (\[[@CR3], [@CR12]\], p43) found "*simply flagging the patient is not sufficient; patients need to be identified by staff as having LD".* For this they need to have knowledge about LD but also knowledge of the systems in place within their hospital to identify CYP with LD - something we found was not always the case.

There was also a distinct lack of systems in place for recording that a CYP involved in a complaint or the subject of clinical incident has LD, with reliance instead on individual staff to recognise a child's name and that they have LD and communicate this information. Our hypothesis, that staff will perceive that CYP with LD are less safe in hospital that CYP without LD, was supported. This, together with the wider context of patients with LD being at increased risk of preventable death \[[@CR21]\] as well as injury \[[@CR22]\] and abuse \[[@CR23], [@CR24]\] represents a lost opportunity to identify relevant risk factors and preventative mechanisms. However, not all staff at the senior level recognised a difference in safety concerns between CYP with and without LD. A disability risk assessment for recording necessary reasonable adjustments, used in one children's hospital, may be one way of minimising risk and also alleviating parental concerns such that they feel able to leave their child alone in hospital \[[@CR5], [@CR8]\].

At the staff level, hospital passports are repositories of key information about CYP with LD, which if communicated to and between staff should, over time, improve their knowledge and understanding. Despite the use of hospital passports being viewed by the CQC as best practice for the care of CYP with LD, these were not universally in place across hospitals in our study. What we also do not know is how successfully they are being used, with some sites reporting increased use by parents and others indicating that parents do not bring them with them into hospital.

There is a clear need for further work at the family level in relation to staff communication and engagement. Despite a number of innovative ways being used by staff in some hospitals to inform, engage and communicate with CYP, it was apparent that these were not routinely adapted for CYP with LD. Moreover, our hypothesis that staff will perceive that CYP with LD have less involvement in decisions and planning services than CYP without LD was supported. Such inequality needs to be addressed through investment in appropriate training at both the organisation and individual level, the provision of appropriate resources and robust evaluation and dissemination. Consideration also needs to be given as to why parents of CYP with LD are viewed by staff as being less involved than parents of CYP without LD; given the increased need for the former to advocate for their child, and because they may have much more contact with hospital services overall \[[@CR25]\].

Children and young people with LD often face additional challenges communicating their needs and wishes or reporting pain and discomfort, fears or abuse \[[@CR22]\]. It is therefore vital that systems, policies and practices in place to help safeguard them are joined up and underpinned by a robust strategy for ensuring good communication at every level. Our hypothesis that staff feel less able to meet the needs of CYP with LD in terms of their confidence, capability, capacity, than the needs of CYP without LD, indicate that current provision is insufficient. This could account for why staff also perceived that CYP with LD are valued less and treated with less dignity and respect than CYP without LD (supporting our fourth hypothesis).

Strengths and limitations {#Sec25}
-------------------------

The findings reported here are based on 65 interviews and 2261 surveys from staff within a range of hospitals across England. Triangulation of the interview and survey data strengthens the study findings. Interviews were predominantly conducted over the telephone and designed to last approximately 30 min to accommodate participants' work demands, which means we cannot say with certainty that our organisational mapping is complete. Whilst we collected over 2000 survey responses, our sampling method meant that we were not able to determine a meaningful response rate in terms of representativeness of different professional groups. Furthermore, participants were self-selecting, which means the findings cannot be generalised with any degree of precision. In all participating sites we were reliant on the local collaborator to distribute the survey to staff that had contact with CYP with and without LD. It is possible that in non-children's hospitals not all eligible staff were identified and given the opportunity to participate. Similarly, we were dependent on the local collaborator to identify senior staff with the knowledge to answer the interview questions and it is possible that we did not include those most informed within the organisation despite trying to address this limitation with at least two interviews per site.

Conclusion {#Sec26}
==========

The first national study of the equality of hospital care for CYP with LTC has revealed significant disparities between those with and without LD. Staff from both children's and non-children's hospitals perceived that those with LD were included less, valued less, and less safe than CYP without LD. They also reported having less confidence, capability and capacity to meet the needs of this population compared to those without LD.

The nature and extent of organisational policies, systems and practices in place within hospitals to support the care of CYP with LD differs across England and some uncertainty exists within and across hospitals as to what is currently available and accessed. Findings indicate inequality with regards the provision of high quality hospital care to children and young people with LD that meets their needs. There is a pressing need to understand the impact this has on them and their families.
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